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BACKGROUND AND OBJECTIVES 
Rajendran Nathan 


Background: 


For more than a decade the attention of the world has been drawn to the AIDS 
problem. From all that is being written and said it is becoming clear that the developing 
countries are going to be the hardest hit from this dreadful disease. 


The first case of AIDS in India was reported in May 1986. There are no reliable 
estimates of the number of persons actually infected today. However, some recent findings 
have indicated that India may soon have the largest number of AIDS patients in the world. 
What is alarming is that this situation is that which existed five years ago in Sub-Saharan 
Africa, where almost every house hold is affected. The discovery of HIV-2 virus in India has 
sounded a fresh alarm. 


The measures to counter AIDS, though being undertaken , are so meagre that they 
seem non-existent. The magnitude of the problem of checks guaranteeing proper testing 
for HIV virus among blood donors seems enormous. The efforts at consolidation of building 
up a hard drive of vigilance in the area of blood donation, and enlightening the public on 
these procedures, is both insufficient and inefficient. This has translated itselfinto a growing 
fear of AIDS, leading to human rights violations of HIV affected people. 


The AIDS epidemic has uncovered prejudices about race, sexual orientation, nation- 
ality and social class. Fear and ignorance have often led to stigmatisation and rejection of 
infected individuals. This has also added a new dimension to the social problems of 
prostitution and IV drug users for example and the economic deprivatations of the 
professional blood donors. 


‘The AIDS epidemic needs to be controlled now! A preventive approach is a must. 


This can best be done by the Public Health Care System. But the massive problem 
of AIDS places an additional burden on the already inadequate Public Health Care System. 
There is a danger, that in this time of economic stringency that resources will be diverted 
from other important aspects of health to tackling this phenomenon. This should not 
happen, AIDS programme should be used to strengthen the existing Public Health Care 
Systems. It is important to take the challenge to use this problem in a positive way-to re- 
enforce and support existing Public health programmes and health promotional activities. 


The issue of AIDS can no longer be restricted to the medical field; the socio-political 
and economic dimensions place this in the arena for development assistance. The NGO's 
by nature of their work and close contact with grass roots have an important role to play in 
the prevention of transmission of AIDS and in developing AIDS prevention strategies in 
co-operation with government agencies. ) 


There are several gaps in the current knowledge, that make all predictions difficult. 
However, we canassume that the infection will continue to spread and the number of cases 
will increase, unless a vaccine is discovered or there is a check in transmission. 


OBJECTIVE: 
This workshop is the first of its kind initiated by HIVOS in India. 


In the absence of a vaccine or treatment, information and education remain the keys 
to controlling the spread of AIDS. 


HIVOS would like to facilitate a dialogue between experts and activists in the field and 
utilise their expertise and imagination to trace out a plan of action on AIDS prevention and 
HIVOS’ role as a development agency. | 


We have identified various areas of cooperation, some.of which may be touched on 
in the course of this conference. Some of them are, prevention of AIDS virus transmission, 
care for HIV infected people, unification of national and international efforts against AIDS 
and lastly Creation of policies on AIDS with a Humanistic perspective. | 


Mr. Rajendran Nathan is Programme Officer with HIVOS-RO-Bangalore. 


INTRODUCTION 
Jan Bruinsma 


Ladies and Gentlemen, 


Itis an honour for me to welcome all of you to this workshop. This workshop has been 
organized by HIVOS to create a forum for discussion for people working in the area of HIV/ 
AIDS and for HIVOS to assess possibilities for her involvement. HIVOS, as an international 
institution, is involved in AIDS related activities. In the Netherlands HIVOS is organizing an 
AIDS campaign during the first half of 1992. In my welcome address | will cover three 
themes: To start with, | will give you some information about HIVOS. Thereafter HIVOS’ 
policy, and more specifically HIVOS’ policy direction on AIDS, will be discussed. Lastly an 
attempt will be made to apply some of these policy guidelines to the Indian context. 


HIVOS is a development agency established in 1968 by representatives of the 
Humanist movement in the Netherlands. This movement with a secular outlook, promotes 
as its main principle ‘the right of the individual to self-determination and to emancipation in 
a democratic and pluralistic society aiming at a just distribution of the means of production, 
_ knowledge, income and power’. HIVOS co-operates with Non Governmental Organizations 
(NGOs) which work on the basis of participation and self-reliance of the poor aimed at 
structural social change in a non-dogmatic way, and can translate such an objective in a 
coherent development programme, taking into account the social, cultural, economic and 
ecological environment of the people concerned. 


The major part of HIVOS funds comes from the Dutch government's budget for 
development assistance. HIVOS is one of the four Dutch co-financing organizations and 
shares this part of the budget allocation with ICCO (the protestant agency), CEBEMO (the 
catholic agency) and NOVIB (a secular organisation). 


The involvement of HIVOS in India goes back to many years. In March 1991 we 
opened the regional office in Bangalore. HIVOS has produced several policy papers which 
guide our operational choices. The most important document is the one on “Full Participa- 3 
tion: A question of power, an institutional approach”. On women HIVOS published “Women 
in development, an essential component of HIVOS project work” and on environment 
“Memorandum on the Environment’. 


Itis HIVOS’ contention that real participation from the people can only be achieved and 
be meaningful when the poor and marginalized develop mechanisms to influence power 
centres where decision-making takes place. HIVOS believes that fighting for better 
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positions for people requires structures and organization. It is because of this that HIVOS 
supports organizations and not projects of organizations and looks at the overall perfor- 
mance instead of the isolated result of a particular activity. This is, in essence, what we 


understand by an institutional approach. 


HIVOS looks at AIDS as a development issue. As such the question of poverty and 
marginalization needs to be addressed. It formulates as the central problem of poverty the 
insufficient access of the poor in their marginalized position to the most elementary 
conditions of life, and thereby the preservation of this situation by an elite, which does have 
this access. Though HIV and AIDS cut across all boundaries the virus hits hardest at the 
same parts of the population as poverty does. This group has generally no access or 
insufficient access to knowledge about and the means for the prevention of AIDS. And of 
course no cure has been discovered till date. 


HIVOS support should primarily go to organizations that have been initiated by 
identified target groups themselves, and which have an institutional framework, that is 
emancipatory, free of dogma and not welfarist. Besides the urban and rural poor, some 
target groups need to be specifically mentioned in this context. Women, (unborn) children, 
HIV and AIDS infected persons and people with high risk behaviour that run a danger of 
being further marginalized, i.e. bisexual and homosexual men and women, intravenous 
drug users and prostitutes. | 


In the projects and programmes thus identified prevention, organization and emanci- 
pation form the key words. With regard to prevention, information and education play an 
essential role. The aspect of emancipation will be covered by support for organisations of 
the target group. It thus should become possible for infected persons or of people with high 
risk behaviour, who have more often than not been organizing themselves, to demand 
provisions in their own countnes against discrimination, expulsion or other violations of 
human rights. 


Besides organization building HIVOS aims at network development, i.e. to stimulate 
contact between NGOs, and between NGOs and other organizations, to ease workload, 
differentiate work, facilitate transfer of knowledge, coordinate efforts, etc. By facilitating 
contacts between newly formed groups and emerging networks, these groups can equip 
themselves with the needed information to develop and implement their own strategies. 


The specific secular character of HIVOS is of crucial importance when tackling the 
AIDS issue. In a large number of developing countries it is precisely the dogmatic and non- 
secular nature of institutions that seriously hinders AlDS-prevention, and promotes 
marginalization of HIV and AIDS victims. HIVOS will, to the contrary, not limit its activities 
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because of dogmas and on this principle HIVOS wishes to be challenged by its counter- 
parts. 


Thus in our strategy, the exertion of NGOs is generally seen as supplementary, i.e. 
to support those preventive programmes and projects that are not being supported by the 
national governments, or where these governments are seriously hindered by, for example, 
‘confessional’ groups in society. 


In the Netherlands, HIVOS aims at conscientizing the public about the relation 
between poverty and AIDS. HIVOS will also try to influence policy on AIDS both at national 
and international level, and in co-operation with others. HIVOS participates in the Dutch 
AIDS Coordination Group (ACG). Besides exchanging information this group aims at 
influencing Dutch bilateral aid and other financing resources for AIDS, such as WHO/Global 
Programme on AIDS and the EG/AIDS Task Force. Furthermore HIVOS cooperates with 
other humanist organisations mainly in the area of research. And lastly cooperation is 
sought with other organisations suchas AHRTAG, “UK NGO AIDS Consortium for the Third 
World” and the “Women Global Network on Reproductive Rights”. 


What we would like to get out of this workshop is to arrive at certain guidelines for our 
activities in India. From what we have read and heard, the AIDS issue has only recently been 
put on the public agenda. Newspapers and magazines have begun to write about the issue 
regularly. AIDS in India seems to be confined to prostitutes, intravenous drug users, 
professional blood donors and those who have come in contact with infected medical 
equipment or infected blood products. Going by this analysis AIDS can be easily prevented 
through screening of blood, sterilisation of medical equipment, and use of sterilized needles 
by drug users. However, there is still an enormous task ahead considering the magnitude 
of these problems, both in organizational and financial terms. | hope that some of you will 
be able to inform us about the progress in this regard. 


The use of condoms is another activity that will retard the spread of the AIDS virus. 
Informing the public about the dangers of AIDS, how to prevent it from spreading and, 
promotion of safe sex are vital to combat the pandemic. And here too | hope to learn from 
the participants what the present situation is. 


It seems to me, however, that the present research and study is confined to the above 
mentioned target groups. The sexually active population is much larger. Estimates of the 
number of AIDS-infected persons may, therefore, be much higher than presently anticipated 
by the Indian authorities. To widen the discussion on AIDS | would like to move away from 
the discussed target groups and look at AIDS as a human problem, as a disease that can 


spread in the general population. When AIDS was first discovered in the US and later in 
Western Europe it was very quickly stigmatised as a homosexual disease. Moralists and 
dogmatists quickly talked of values and morals. In India one can observe a similar pattern. 
Atarecent forum onAIDS one of the speakers felt that it all ‘boils down to values’. We should 
question ourselves in this context: Whose values are we talking about? Are there ‘Indian 
values’ that are different from the values of others in other countries ? What do we think about 
the statements of religious medical groups opposing the use of condoms? Some authorities 
seem to have said according to a weekly magazine that Indians have less sex and are less 
promiscuous than other people. These statements are dangerous when one wants to 
prevent AIDS from spreading. To combat AIDS what is needed first and foremost is creating 
an environment in which sexual behaviour can be discussed openly without fear of legal 
prosecution, harassment and social marginalization. 


What we would like, therefore, is that the discussions in the workshop do not confine 
themselves to what is already published and discussed in the media. Let me throw up some 
questions: How would AIDS relate to the sexually repressive climate in India, where caste, 
patriarchy and feudal behavior prevails. How do we create a conducive climate for AIDS 
prevention in a country where religious fundamentalism seems on the rise? What is the 
social and political space for HIV-infected persons, prostitutes and, bisexuals and homo- 
sexuals to organize themselves? What is required in terms of legislation to stop discrimi- 
nation, expulsion or other violations of human rights and availability of care? And lastly: 
keeping HIVOS policy in mind, what should we, i.e. HIVOS, be looking at if we wish to assist 
in your efforts to combat AIDS? 


I thank you for your attention and | hope that the two days we have together will be 
fruitful for all of us. 


ee 
Jan Bruinsma is the Regional Representative for the HIVOS Regional Office at Bangalore. 
This was his welcome speech at the workshop. 


AIDS : THE DISEASE 
Dr.P.George Babu 


Acquired immuno deficiency syndrome (AIDS) is an immunological disorder with a 
viral aetiology. The viral agent, belonging to Human Retrovirus family, is Human immuno- 
deficiency virus (HIV), previously known as Human T-lymphotropic virus type-II (HTLV-III), 
Lymphadenopathy virus (LAV) and AIDS-related virus (ARV). HIV has a high degree of 
affinity for cells bearing CD4 receptors such as Helper T cells, macrophages and dendritic 
cells which play regulatory roles in mounting effective immune responses to infectious 
agents. The outcome of HIV infection is the collapse of CD4 bearing cells resulting in 
profound immune deficiency which leads to the invasion of the body by opportunistic 
infections (which can be successfully and easily resisted by the immune system of anormal 
individual) and finally death of infected individual. 


Although there is evidence to show that the virus can enter the susceptible cells by 
a number of ways other than by CD4 receptor, the main pathway is by using cells bearing 
CD4 receptors which are present in large numbers on Helper T cells. HIV gains entry into 
the host cells by attaching its envelope glycoprotein (gp120) to the receptor of the host cell. 
Later, using a unique enzyme system namely the Reverse Transcriptase, it manufactures 
a double stranded DNA (similar to the host genetic material) from its single stranded RNA. 
The newly formed viral DNA (provirus) is then integrated into the host DNA thus making HIV 
infections permanent in an affected individual. 


The rival genome divides when the host cell divides but may not express itself 
immediately. In other words, it enters into a stage of dormancy or latency, thereby 
accounting for long incubation period for the disease, ranging anywhere from 4 months to 
10 years or more. Because of the long incubation period, AIDS has been considered as a 
slow-virus disease. Depending upon several influencing factors, the viral genome is 
expressed and new viral particles are made. This results in previously uninfected CD4 cells 
getting infected, and more CD4 cells destroyed, culminating in the onset of marked 
immunodeficiency and clinical AIDS. 


HIV infection may be classified into 4 major stages, according to the guidelines laid 
down by Centre for Disease Control, Atlanta, Georgia, USA. 


Stage |: 


HIV enters the body stealthily without any obvious signs of entry. About 2-4 weeks 
after infection, viral particles could be detected in the blood (Viremic phase). During this 
phase, no antibody is made. This initial phase of HIV infection without no detectable 
antibody but the virus being present in the blood, is known as the “Window Period”. 
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Soonafter this, the antibody is made in response to virus infection, this “Seroconversion - 
Phase” is identifiable, clinically, only in a small proportion of infected individuals as 
“seroconversion syndrome” (somewhat like flu) characterized by fever, watery diarrhoea 
and sometimes superficial enlargement of lymph nodes. Within a few weeks, these 
manifestations disappear. 


Stage Il: | 
The patient is totally symptom free (Asymptomatic stage). No signs of disease ar 


evident. He appears no different from any other normal person, attending to usual work and 
normal activities. However, he is infective and can transmit infection to others when his 
blood comes into contact with others’ blood by at least 4 ways - injections (as seen in drug 
users by sharing blood-contaminated needles), transfusions (in the blood bank when his 
blood is not pretested for HIV antibody), injection of blood-derived factors (when his blood 
is used for the preparation of certain blood factors) or sexual intercourse with another man 

or woman. Of the man-man sexual contacts, the receptive partner is at a higher risk than 
the active partner provided both of them had no genital ulcerations. Of the man-woman type 
of sexual contacts, the woman, receiving infected lymphocytes (in the semen) is at a higher 
risk than the man, provided both have no genital wounds. Genital ulcerations (usually as a 

result of sexually transmitted diseases), the number of sexual intercourses with an HIV- 

infected person, the age of the infected person and nutritional status are some of the factors 

which influence progression from asymptomatic state to clinical AIDS. 


Stage Ill: | : 

After a variable latent period, a HIV infected person may develop enlargement of 
lymph nodes (persistent generalized lymphadenopathy). Symmetrically enlarged superii- 
cial lymph nodes are seen in the neck, axilla and inguinal regions. The patient, as before, 
is infective. , 


Stage IV: 

Manifestations of symptoms and signs of severe immune deficiency. The major signs 
are - weight loss of 10% of body weight, chronic diarrhoea for more that 1 month and 
continuous or intermittent fever for more than 1 month. The minor signs are persistent cough 
for more than 1 month, generalized lymphadenopathy (enlargement of lymph nodes), 
oropharyngeal candidiasis (oral thrush), disseminated progressive Herpes simplex virus 
infection, recurrent herpes zoster etc. AIDS in adults is diagnosed if at least 2 major and 1 
minor signs are present, in the absence of a known cause of immunosuppression such as 
Cancer or Severe malnutrition. 


The most notable laboratory finding in AIDS is a drop in CD4 cells in the blood to less 
than 200 per cubic millimeter, which in normal individuals is more than 1000 per cubic 
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millimeter. In the serum, the viral antigen which normally could not be seen until now, will 
be detectable. Antibody to one of the core antigens of HIV namely the p24 also begins to 
diminish in quantity. The presence of HIV antibody, low CD4 cell counts and concommitant 
onset of opportunistic infections place HIV infected individual into the final stage of HIV 
infection namely “clinical AIDS” (Stage |V). 


The major opportunistic infection seenin the AIDS patients in the Westis Pneumocystis 
carinii. However, in India, Mycobacterium tuberculosis (the causative agent of tuberculosis) 
accounts for more than half of the opportunistic infections. Other opportunistic infections are 
due to Candida, Cryptosporidium, Isospora, Cryptococcus and only sometimes 
Pneumocystis. Besides the opportunistic infections, the profound immunodeficiency paves 
the way for the onset of certain cancers such as lymphomas. In Western and African 
patients, Kaposi’s sarcoma (cancer of vascular tissue) is seen, but so far, this canceris not 
seen in locally-infected Indian patients. Other major targets of HIV of the central nervous 
system are the brain and the gastrointestinal system. Although there are some differences 
in the clinical manifestations of AIDS between the Western and Indian populations such as 
the type of opportunitistic infections etc, the clinical presentation seen in our patients is not 
remarkably different from the Western and African patients. The most remarkable feature 
ofour patients is the association oftuberculosis with AIDS. This may be due to the activation 
of latent tuberculous infection and/or acquisition of fresh M.tuberculosis infection, both as 
a consequence of immunodeficiency, induced by HIV. 


Besides HIV type | (HIV-1) which is the prototype virus involved in AIDS, HIV type 2 
(HIV-2) has been isolated, initially, from Western Africa. Infections due to this virus which 
serologically cross reacts with HIV-1 to an extent of about 60%, can be identified in the 
laboratory by using HIV-2 ELISA test. Currently, there are commercial tests available to 
detect both HIV-1 and HIV-2. As there is ample evidence for the presence of HIV-2 infection 
in the Indian sub-continent, mandatory screening of blood donors for both HIV-1 and 2 
(instead of for HIV-1 alone) is warranted. In 3-5 years time, testing for HTLV-I and HTLV- 
ll infections also need to be implemented as we detected these retroviral infections also, 
among women in prostitution as well as patients attending STD clinics. 


AIDS, identified as a new disease only 11 years ago, has caused so much pain, 
anguish and sorrow to the peoples of this world. It brought into focus several issues such 
as medical, scientific, legal, psychosocial, ethical and economical. Until recently, in India, 
it used to be an exclusive problem of blood bank officers, medical and paramedical 
professionals, and HIV Surveillance Centres. Now, itis a problem of every organization and 
every individual in the society. No longer can we afford to wait until “some more time”. The 
issues to be tackled right away to prevent further spread of infection are massive. These 


include well planned AIDS educational campaigns, mass promotion of condoms, imple- 
mentation of mandatory testing of blood donors for both HIV-1 and 2, pre and post test 
counselling procedures, protection against discrimination against HIV infected individuals 
at the work place and at his residence, legal protection of the jobs of HIV infected individuals, 
and also the creation of homes for the terminally ill AIDS patients who are deserted by their 
families and friends, so that they may die in dignity (similar to Mother Theresa's Homes for 
AIDS patients). By a multi-sectorial but pragmatic approach, involving social scientists, 

health care workers, leaders in society, HIV-infected individuals themselves, organisations 

such as Positive People, and even governmental organizations, we will be able to contain 

AIDS. 


Dr.P.George Babu is Chief of Retrovirology Laboratory, at the Christian Medical College & 
Hospital, Vellore. . 


10 


a aa ea i a oes i» ae a 


a, 


J i 
| 
y 
. 
: 


STATE AND SOCIETAL REACTION 
Dominic D’Souza 


The account of my arrest and isolation for being HIV-positive illustrates existing legal 
and attitudinal responses towards HIV/AIDS in the state of Goa, India. 


At about 8 a.m.on 14th February 1989, a policeman came to my house and informed 
me that | was requested to report to the Mapusa police station. | was quite disturbed by such 
a request as the policeman did not give any reasons. | first thought that a friend might be 
in trouble and had requested my intervention. After breakfast | proceeded to the police 
station. 


At the police station the inspector asked me to go to the local hospital along with two 
policemen as some clarification was needed by the medical authorities about my health. 
Since | had been hospitalised there a year earlier for acase of severe hiccups | thought that 
there might be some truth to this, though | must admit that | was highly suspicious of the 
entire exercise. , 


At the hospital the doctor proceeded to conduct a physical examination. | wanted to 
refuse, but by now | was quite scared. | asked the doctors, nurses and everybody else 
around, time and time again,what exactly they wanted to know from me. They would not 
speak to me at all. Suddenly | realised that there were six policemen at the door of the 
casualty ward, two armed with rifles and the others with lathis (bamboo sticks), who eyed 
me with great suspicion. Doctors and nurses from other wards came to look at me. Then 
the doctor asked the nurse to enter my name into a register. The register was brought and 
placed before me and | was shocked when | read the label ‘AIDS’ on the cover. This was 
how | first learnt that | was HIV+ ! The hospital had discovered HIV antibodies in my blood 
after | had donated blood a few months ago previously. | 


From the hospital | was taken by ambulance, accompanied by the police, to a former 
TB sanatorium. There | was subjected to forced isolation for the next sixty four days, under 
the Goa Public Health Act. 


Could you ever understand how | felt, subjected to armed police escort, asked the 
most embarrassing questions, my request to contact my aged mother ignored, confined to 
a filthy room, forced to drink water from the toilet tap, and left utterly alone with my 
helplessness and fright? Probably just a little, but you can never fully realise the depth to 
which | was hurt, humiliated and broken. | prayed most fervently to God to strike me dead. 
| didn’t want to live a moment longer. Well, | survived those first twenty four hours only 
because God did not call for me and | had no knife or gun to take my own life. 
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Twenty four hours after my arrest and forced Isolation my mother and neighbours 
managed to trace me after spending most of the previous night making enquiries. Itis painful 
to face your family when you know that you've caused them so much worry. But my mother 
and friends have been most remarkable in their support and understanding of the whole 
situation. They are determined to fight the present system that imposes isolation on people 
with HIV and AIDS. Without their positive attitude, | would not have had the strength to face 


the crisis. 


The press, however, simply sensationalised the whole case, causing us unimaginable 
anguish. Press reporters never bothered to check the facts with me or my family. The press 
could have educated the public. Instead, they said that | had AIDS when | was simply HIV+ 
with no symptoms of AIDS. They published reports that | was highly promiscuous and that 
| was an irresponsible person, all of which is untrue. The fact that | had been a voluntary 
blood donor for the last ten years was surely sufficient proof that | was a responsible citizen. 


The treatment | received from the medical personnel at the sanatorium could be 
compared to that meted out to the lepers of old. They were most unsympathetic. Every day 
a doctor would come, supposedly to check me, but would stand outside the room and ask 
how | felt, leaving with a sigh of relief when | said that | was well and not sick, Pills of Liv- 
52 and vitamin B-Complex were sent in with my meals. 


More thana month went by but the Goa state government and the Directorate of Health 
Services (DHS) were still undecided regarding amending the Public Health Act and 
permitting my release from isolation. By this time my mother, neighbours and friends were 
disgusted with the entire government machinery, as every official they approached would 
pass the buck on to some other department. A friend in Bombay contacted Dr.|.S.Gilada of 
the Indian Health Organisation and asked him to intervene with the Goa state government 
on my behalf. We began seriously to consider taking the matter to court. We collected 
medical and non-medical literature on AIDS from all over the world. Some of this material 
was passed on to government officials in the hope of enlightening them. 


It was also important to get the support of my fellow villagers, and so my neighbours 
went about building public support for me in the village. This was to assure government 
Officials that there was no objection to my being sent home and that | would indeed be 
welcomed by the community. The response from the community was overwhelming. The 
village panchayat (council), the sarpanch (council chairman) himself, and the great majority 
of the villagers demanded in a written statement that | be released immediately. They even 
helda silent march in the city of Panjim to seek my release. Dr.Gilada and his assistant from 
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the Indian Health Association, along with my mother and close friends, met the members 
ofthe Goa Assembly and press reporters. But every time we expected the health authorities 
‘to take a positive step towards my release, we would receive a setback. Looking back at the 
crisis | am amazed that | was able to retain my sanity in spite of what happened! 


. The writ petition and interim relief request filed by my mother yielded some result. After 
sixty four days of isolation | was granted permission by the High Court to go home. But, | 
was to remain confined there until the court proceedings were over. You cannot imagine 
how happy | was. | had good reason to be - the sanatorium was such a depressing place, 
with armed police guards keeping a constant eye on me, lack of nourishing food and a 
mosquito infested room. All these conditions were likely to lead to a deterioration of my 
physical and mental health. By the time my mother got the court order and came to the 
sanatorium, it was well after sunset. And what a surprise awaited me at home. Friends and 
neighbours showed up en masse to welcome me. | felt elated. It was a small but significant 
victory for us. After having been granted interim relief by the High Court, the Goa Public 
Health Act was amended by the State government in June 1989. The mandatory provision 
ofisolation was changed to an optional status, still giving the government of Goa the power 
to isolate HIV+ persons at any time. No clear-cut basis on which one could be isolated was 
laid down. By the end of November 1989, the writ petition filed by my mother came up for 
final hearing. The lawyer who fought my case made a powertul presentation, but unfortu- 
nately the court decided to uphold the amended Goa Public Health Act, June 1989. 


| strongly feel that my isolation was totally uncalled for. Not only did it violate my 
fundamental rights, but it was also used irrationally. Secondly, isolation causes a lot of 
mental stress. It is scientifically known that an HIV+ person’s mental stability is vital to his/ 
her physical wellbeing. If you suffer mental stress the virus is more likely to damage your 
immune system. That is why the WHO guidelines state that under no circumstances should 
people with HIV be isolated or ostracized from society; nor should confidential medical or 
other information about them be made public. Third, forced isolation is going to have an 
opposite effect on people with HIV or AIDS whose identities are not yet known. If you have 
a law that allows the testing of people without their consent and which forcibly isolates 
people with HIV, you can be sure that anyone who suspects himself of being HIV+ will go 
underground. And when you go underground without medical counselling, without being 
advised of measures for having safe sex, you are going to transmit the virus to others. On 
the other hand, you do not know for certain that you have the virus. Symptoms of AIDS may 
come up after six months or after eight years. So if you are not carrying the virus, you may 
have put yourself through unnecessary trauma. 


After the High Court verdict, | went back to my job at the World Wide Fund for Nature 
(WWF). During my absence from the office, however, another Divisional Organiser had 
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been permanently employed in my place. He, along with his wife (also a WWF-Goa 
employee), began a notification campaign against me, making up stories that people had 
stopped visiting the office on account of an HIV+ person working there. 


On 7th August 1990, | was called to the Regional Office of WWF in Bombay and asked 
to take early retirement. By this time | was so frustrated with all the prejudices against me, ~ 
that | accepted retirement. It was a very sad moment, as | had worked with the organisation 
for six years and given all my energies towards building up the Goa office. Now | was being 
asked to leave, just because | had HIV. If an organisation such as the WWF adopts such 
a stand, willit come as any surprise when less “enlightened” employers behave in a similar 
way ? 


No matter how much | try to calm myself, | cannot help feeling desperately alone and 
afraid when | think that tomorrow | may meet with an accident and may require immediate 
medical attention. What happens then? Who will attend to me? Will anyone be willing to 
even take an X-ray of me? The Indian government claims to have spent a great deal of 
money on educating medical personnel to take care of people with HIV and AIDS. Why then 
do we still hear of medics refusing to even set eyes of HIV+ persons, let alone touch or treat 
them? 


| plan to take each day as it comes. | know that with God nothing is impossible. | have 
the love of my family, neighbours and friends who will always be there to help me. | should 
like to put two questions to you: If you find that someone you know has AIDS, would you 
avoid them? What if your brother or sister had it? 


From what happened to me, one can begin to realise that there are many faults in the 
present system. We cannot continue to run away from these problems. We have to face 
them with courage, anda clear sense of purpose. It has become apparent from my case that 
the following issues need to be addressed immediately: 


1. The existing legislation on AIDS patients needs to be reviewed at the national and 
State levels. 


2. The need for the application of WHO's guidelines on AIDS for medical and nursing 
Staff. 


3. The need for representation of HIV-positive persons on national and regional policy 
and planning boards, or groups working in the area of AIDS. 


14 


_ 


eS et ere Ye 


wy yy 


SS ee 
—_ * 


ve ee eS ee 


The need for the media (0 play an important role in AIDS awareness programmes and 
to develop a positive and constructive attitude. 


The need (0 protect the rights of HIV+ people to employment and freedom from 
discrimination at the workplace. 


The need for the involvement of NGOs in the field of HI V/AIDS prevention, awareness 
and care. 


The need for proper and adequate health care in every state of India for HIV-infected 
persons. 


The immediate implementation of sex education in schools and colleges from the 7th 
grade. Ignorance of the modes of transmission of HIV in youth should not contribute 
to the spread of the virus. 


The need for pre-test and post-test counselling and the assurance that a person’s 
confidentiality will be maintained. | 


Given the current early stage of the HIV epidemic in India, we can anticipate that the 


Stigmatisation and victimisation of people living with HIV/AIDS may increase before more 
humane attitudes become more widespread. 


In many countries, groups of people living with HIV/AIDS have demonstrated that they 


can play a positive and constructive role in both the care of persons with the infection and 
also in the prevention of the spread of the virus. Such an organisation, Positive People, has 
already been started in Goa. The objectives of Positive People are: 


to form an organisation that will offer membership to HIV affected persons. 

to provide information on self-care to HIV affected persons. 

to provide counselling services. 

to participate in HIV/AIDS awareness and education. 

to educate the public to prevent discrimination against HIV/AIDS affected persons. 
to try to make an impact on national and regional policy makers. 

to network with other NGOs in this area. 


Most people who hear my story are curious to know where | draw my inspiration from. 


In the beginning, it seemed that there was no hope for me. | was very frightened, but the love 
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and understanding, support of my family, friends, church and fellow villagers made me 
realise that there is a caring world out there, and that despite the seemingly bleak situation 
of the AIDS epidemic, there are people who care. 


My greatest fear is that people with HIV/AIDS will not realise the importance of self- 
help. We are people who share a common problem. No one can understand us better than 
ourselves. We need to meet each other, share our experience, talk about our problems, care 
for each other and - most importantly - learn from each other in solidarity. 


| do realise that initially it will be difficult for HIV+ persons in India to come out into the 
open, but | do not see it as an impossibility. | live in the hope of a world that will be, if not 
free of disease, at least free of fear and discrimination - a world that accepts us with or 
and lets us live with dignity. 


Mr.Dominic D’Souza is the founder/project co-ordinator of "POSITIVE PEOPLE”, GOA. 
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AIDS - ITS IMPACT 
Dr.P.N.Sehgal 


THE SCENARIO: Global 


Based on information reported from countries, the World Health Organisation (WHO) 
estimated that in June 1991, there were 8-10 million adults and one million children infected 
with HIV world wide. These had resulted in one million adult AIDS cases and 50,000 
pediatric AIDS cases. Greater number of AIDS cases amongst adults as compared to 
children is a consequence of the fact that, the period between infection and disease is 
considerably shorter in children. With an estimated number of more than three million 
women infected with HIV, the problem of pre-natal transmission has become acute. 


Predictions for 2000 AD suggest forty million AIDS carriers, with ten million full blown 
AIDS cases. Ninety percent of these will be in developing countries and ten million or more 
will be children born with HIV infection. 


Six million, or about two thirds of the infections to date in adults, have occurred in Sub- 
Saharan Africa. One million have occurred in North America and one million in Latin 
America. WHO estimated that more than one million infections have occurred in South East 
Asia most of these in Thailand and India. 


India: 


The first evidence of HIV infection in India was reported in April 1986 amongst 
prostitutes of Madras city in Tamil Nadu State by the AIDS Task Force of the Indian Council 
of Medical Research. The first patient of AIDS in India was detected in May 1986 in 
Maharashtra State. Between October 1985 and October 1991, 88 AIDS cases and 6292 
HIV positive cases were detected. 


The Statistics below provide further details. 


Table 1 : HIV SERO-POSITIVES AMONGST SPECIFIC GROUPS 


Category No.of Samples Tested W.B.+ve Cases Seropositivity 
en 
Heterosexually 1,55,983 4,211 2.70% 
active 

(Female Prostitutes 

STD Patients) 

Blood Donors/ 3,40,592 763 0.22% 
Recipients of 

Blood Products 

|. V.Drug Users 3,376 1,318 39.04% 


Table 2 : AIDS CASES IN INDIA 


Male Female Total 
Indians 55. | 20 75 
Foreigners 10 | 3 13 


Total : 65e=. 7 23 88 


Table 3 : PROBABLE SOURCE OF INFECTION IN INDIANS 


In India Abroad 
Heterosexual Activity 28 15 
Blood Transfusion : 14 | 3 
Blood Products infusion 4 1 
Homosexual Activity 0 1 
Spouse of AIDS/HIV Case 2 0 
|. V.Drug Users 7 0 
Total : 35 20 


Source: Directorate General of Health Services (AIDS Cell), Govt of India. 
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The States of Maharashtra, Tamil Nadu and Manipur are reportedly most affected . 
While in Maharashtra and Tamil Nadu heterosexual contact seems to be the principal mode 
of transmission, in Manipur the principal mode of transmission seems to be intravenous 
drug use (sharing of injecting equipments) , In the states of Maharashtra and Tamil Nadu 


the pattern of transmission is of Sub-Saharan type whereas in Manipur it is of the South 
European or Thailand Pattern. 


Since the Sero-Surveillance activities have been by and large concentrated on high 
risk behaviour groups, the exact magnitude of the problem is not known. Various models 
have been used to make projections on the number of HIV Sero positive and AIDS cases. 
WHO estimates are three to four hundred thousands HIV cases and 2,700 cumulative AIDS 
cases in India in 1991. Mr. M.C.Dermott, a U.S.Congressman on a recent AIDS fact finding 
mission estimated one million HIV cases and nine thousand cumulative AIDS cases for 
1991. Calling Asia “ The sleeping Giant of World wide AIDS epidemic”, he predicted that 
‘there will be more infected people in India alone by the year 2000 than in the world today”! 


DRUG RELATED AIDS 


Drug related AIDS generally occurs due to : 


i. Usage of infected syringes belonging to addicts who are HIV carriers or AIDS 
patients. 


li. High risk sexual behaviour under the intoxication of drugs. 


iii | Parental transmission to infants by women infected through intravenous Drug 
use or through sex with male HIV carriers who are injecting drug users. 


Drug Related HIV Infection/AIDS in Manipur State 


Manipur State is one of the three epicentres of the HIV epidemic in India. The 
population of Manipur is just 0.19% of India’s population. Hence it is alarming to see that 
of the total 6292 HIV cases detected in India till October 1991, 1318 cases (20.9%) were 


among the intravenous drug users in Manipur state. 


Manipur is a small hill frontier State of India having a common international border of 
352 KM with Myanmar (Burma). Of its total geographical area of 22,327 sq.kms the plain 
area is only 2,238 sq.kms. The estimated population of this state is 1.85 million. There are 
5 hill districts and 3 plain districts. All the hillareas are inhabited by tribal people and the plain 
by Hindus, Meiteis, Muslims, people belonging to other religions as well as tribal people. The 
people are more tolerant of the recreationaluse of drugs andalcohol. They are economically 
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better off than most parts of India. Literacy rate is 60% which is higher than the Indian 
average. 


Pure injectable Heroin No.4 is available in Manipur. It comes from across the border 
from the notorious “Golden Triangle” a place in the hard hill terrains bordering Myanmar 
(Burma), Thailand and Laos. It is estimated that there are about 20,000 intravenous drug 
addicts in Manipur and half of them could be infected with HIV. Since needles and syringes 
are normally not available without a physicians prescription, most of them use improvised 
syringes mostly plastic ink droppers and plastic gum tubes connected with hypodermic 
needle. Any available water is used to dissolve the heroin. The injecting equipments are 
often shared by a group of addicts usually of young age group. They sometimes inject the 
solution even under the tongue to evade detection from the needle pricks on the arms. Till 
the year 1979, Heroin No.4 was not known in Manipur even though there was the problem 
of drug abuse in the State. This problem was detected in 1980-81 when the first voluntary 
de-addiction camp was organised by the Christian Guardians Association at Churachandpur 
Town of Manipur in the early part of the year 1981. The problem of drug addiction affects 
seriously the youth in the age group 13-30 years. It is estimated that 30% of the youth 
population are drug addicts of which 7% are female addicts. Half of them are estimated to 
be Intravenous Drug Users (IVDU). Regarding the income level, 60% of the addicts belong 
to families having annual income of Rs.36,000/- and above, whereas the remaining 40 % 
belong to the income group between Rs.12,000/- to Rs.35,000/-. 


Between September 1986, to October 1991, the Regional Medical College at Imphal, 
has screened 7607 blood samples. The first HIV positive case was detected in October 
1989 in a 39 year old male involved in Intravenous Drug Use and Sexual Promiscuity. The 
particulars of HIV positive cases detected by ELISA and confirmed by Western Blot tests 
are as follows: 


Table 4: HIV Cases in Manipur State as on 31st October, 1991 


Total No.Screened | eT 
No.Screened from IV Drug Users , : 2649 
HIV Sero-positive all categories :. Sia 
HIV Sero positive amongst |VDUs : ae 
Sero-positivity rate amongst |VDUs : SS% 
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Table 5: Age and Sex wise distribution of HIV Seropositive Cases 
AGE GROUP MALE 


FEMALE TOTAL 
0-12 ‘ ‘ ; 
13-20 294 15 309 
21-30 890 32 922 
31-40 105 : 105 
41 and above 11 1 12 
Tota 1300 48 1348 


Source: Directorate of Health Services, Manipur State. 


| It can be observed from table 4 that 93.6% of the total HIV positive cases are among 
IV drug users. The maximum number of cases are among the age group 21 to 30 years. 


IMPACT: 


i. Spread in Asian Countries 


As the decade progresses, a greater proportion of infections will be in Asia. This is not 
suprising, given the expanding nature of the pandemic in Asia and the fact that over 50% 
of the world’s population lives in Asia. AIDS will hit the poor of India hardest, just as it has 
in other developing countries. 


ii. Increase in Child Mortality 


The impact of the pandemic in Africa has been enormous. The child mortality rate 
which is expected to decrease by child survival programmes, such as immunization and 
diarrhoeal diseases control, are being offset by mortality due to AIDS. 


iii. Increase in Adult Mortality 


A similar situation is being seen in adults with increase in adult mortality due to AIDS. 
For example, in a country which had an HIV sero prevalence of 20% in 1987, not 
uncommonly the case in some urban areas of countries in Central and East Africa, a three 
fold increase in mortality in adults can be expected by 1992. 
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iv. Relation with other Diseases - Increase in Tuberculosis 


The relation of HIV infection with other infectious disease agents has been of great 
medical and public health concern throughout the pandemic. One of the most significant 
relations has been between HIV infection and tuberculosis. As the prevalence of HIV 
infection increases, tuberculosis cases increase, as the lowered immunity due to HIV allows 
the tubercle bacillus to become active. In the U.S.A. 4%, in Latin America 12-24%, in the 
Carribean 46% and in Africa 30-50% of AIDS patients have active tuberculosis. Substantial 
increase in tuberculosis can also be expected elsewhere, where and when HIV takes hold, 
as the incidence of latent tuberculosis is highin many countries of the world (Merson, M.H). 


v. Higher Incidence of AIDS among STD patients 


There is ample evidence from developed and developing countres that persons with 
Sexually Transmitted Disease (STD) especially those associated with genital lesions such © 
as syphillis and chancroid are more likely (perhaps 5 times more likely) to be infected with 
HIV and to transmit HIV. Itis also observed that other STDs, like Gonorrhoea and Chlamydia 
are also risk factors. Thus there is urgent need to strengthen the HIV/AIDS and STD . 
prevention and control programmes together. 


vi. Likely Effect of HIV Infection on Kala-azar Cases 


There has been resurgence of Kala-azar in Bihar and West Bengal since 1971-72 and 
recently in some parts of Eastern Uttar Pradesh. There is suppression of immunity in Kala- 
azar. Therefore interaction of HIV infection with Kala-azar disease agent “Leishmania 
Donovani” may increase morbidity and mortality due to Kala-azar which is also a disease 
of the socio-economically poor population. 


vii. Economic Strain on Developing Countries 


AIDS kills people at their most productive age, which is bad for any country but much 
more so for developing countries, which will further put strains on their economy. AIDS has 
made us realise the economic reasons that push women into prostitution, manual workers 
into drug addiction and others to sell their blood for food. 


vill. Social Stigmatisation 


As the major modes of transmission are through sex and intravenous drug use, which 
are taboo in the society, so the HIV Sero-positive/AIDS cases are marginalised socially. 
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There are many myths about the spread of this disease which further alienate AIDS patient 


from the society which is afraid of mixing with them.The patients therefore suffer social 
stigmatisation. 


ix. Further Strain on the Existing Inadequate Health Facilities in the Developing 
Countries: 


So farin India, clinical facilities, counselling centres of detoxification, AIDS prevention 
education and intervention measures have not kept pace with detection of HIV patients. 
Therefore HIV sero-positive patients do not know whom to look to for relief. Hence they go 
underground to escape social stigmatisation and keep on spreading the infection with their 
high risk behavious. As the AIDS cases will increase, it would put the already inadequate 
health facilities to a great strain. Therefore there is an urgent need to plan and provide 
services to the HIV infected/AIDS cases all over the country. 


x. Adverse Effect on Development Activities 


The development activities in all the developing countries will be adversely affected 
due to AIDS pandemic as it affects the youths at their most productive age. If there is high 
morbidity and mortality in adults due to HIV infection/AIDS, the population of the main work 
force will be affected with the result that economic growth will slow down. 


As the Director of the Global Programme on AIDS has mentioned, we have to foresee 
the social and economic consequences of the HIV/AIDS Pandemic. 


AIDS must not be seenas ahealth and social problem only. Itis adisease that will have 
major impact on the economic development of many countries. We need to plan now for the 
management, care and rehabilitation facilities which will be needed for HIV seropositive/ 
AIDS cases. The orphans of the AIDS victims need to be fed, clothed, sheltered and 
educated. We need to cope with the deaths of youth including community leaders that will 
occur in all sectors of the society. Clearly a multi-sectoral response is required with 
involvement of many Ministries, non-government organizations and the private sector. 


We have to realise the fact that HIV/AIDS is truly indiscriminate, it recognises no 
boundaries of race, sex,class or age and that no one will remain untouched in the years to 
come as the disease picks away at the fabric of society. 


It is only by “Sharing the Challenge” i.e. by pooling our efforts, resources and 
imagination that we can hope to prevail against the common threat and consequences of 
AIDS pandemic. 
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ETHICAL AND LEGATL RESPONSE TO THE HIV PANDEMIC: 
reflections and realities 


Dr.Vijay Thakur 


At the outset | must clarify that my presentation, on ethical and legal issues in HIV/ 
AIDS does not rest on either formal accreditation, authority or erudition. 


: If at all my publication ‘AIDS Ethics and Law’ is a sufficient qualification, it is only in as 
much as it represents my anxiety. A neglect of ethical and societal issues and a failure to 
bring a workable analysis into our response to the HIV pandemic will not only regress us 
further into inhuman societies, but also counter much of the efforts directed towards the 
control of the spread of the virus. 


REFLECTIONS 


The societal response to epidemics exhibits, across cultures and economics, surpris- 
ingly, certain universal features. More surprising is the fact that responses to ‘waves’ of 
disease in smaller, earlier and traditional communities, are relatable to the very same 
features, as the responses to an epidemic in modern and post-modern civilization. | 


Today when we are confronted with a ‘real’ situation - that of the HIV pandemic, for 
which legal and ethical instruments have been mobilised by most societies, we should 
search for those commonalities rather than look for that which is unique. For a country like 
ours, where we are in the process of establishing these instruments, legal and ethical, we 
may profit from trying to understand not only the contexts of HIV related laws in societies 
other than ours, but also be in touch with the deeper and reflex responses that we can 


anticipate here. 


What is this universal connection of human response to epidemics and other 
analogous crises? The narrative of Levi Strauss describing the fate of a victim of a 
shamanistic spell is probably applicable to ‘victims’ and ‘potential victims’ of an epidemic 
in modern society. ‘An individual who is aware that he is the object of sorcery is thoroughly 
convinced that he is doomed according to the most solemn traditions of his group’. 


Two things emerge from this description. One, a person who was assimilated into a 
group now becomes an ‘object’ for the group i.e.outside the group. This process of 
reification i.e. to treat as substantially existing as a concrete material object, now allows 
further social management of the individual. This is not very different from Michel Foucault's 
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depiction of the act of medical diagnosis, where the person is now provided with a ‘new 
name and a new address’. The second phenomenon of interest, is the interpretation and 
emotive investment in the ‘tradition’ that spells doom for the victim. “His friends and relatives 
share this certainty. From then on the community withdraws. Standing aloof from the 
accursed it treats him not only as if he were already dead but as if he was a source of danger 
to the entire group”... “Shortly thereafter, sacred rites are held to dispatch him to the realm 
of shadows”. The process of isolation is then intensified and all the supportive reference 
system, so far provided by the group are withdrawn. This process Levi Strauss has aptly 
termed as a ‘dissolution of the social personality’. Research on the biophysical responses 
in this situation are rudimentary and the psychology of Viktor Franky! does offer some 
constructs that may be valuable, but ascends to the realm of tenable hypothesis. | 


The compromise of the physical integrity in the face of loss of social integrity is more 
dramatic and visible in smaller and traditional communities, but to believe that it is totally 
absent in the modern would be an error. If all this appears as a case of overgeneralisation 
then, in contemporary terms we are to describe the attitude of the group towards the victim 
of magic as an ‘ethical’ position. And if we are to describe the rituals and rites engaged in 
by the group and directed towards the individual victim as the ‘legal’ response we would not 
err. We mustrecognise that the formalisation and coding of ‘law’ is relatively modern history. 


By our willingness to juxtapose ‘tradition’ and ‘ritual’ with the ethical and legal we may 
perhaps uncover the universal that we are trying to discover. However, there can be little 
doubt that reification, exclusion from the group and withdrawal of the conditioned reference 
systems are some of the responses that are common to communities, both traditional and 
contemporary, during a threat of epidemic proportion. In epidemics the perception of the 
individual as threat to the ‘group’, is probably acceptable to the rational, especially when 
comparing his status to one who is the object of a spell. We need to remind ourselves that 
the concept of ‘contagion’ is common for both spells and diseases. We must acknowledge 
that the force of the contagion is greater during epidemics. 


Here we must pause and deal with yet another response: that the ‘moral’, as this is 
likely to confuse the issues. The moral response is a product of the modern and the post 
modern civilizations. Its origins can be traced to socialization of sexuality or rather ‘sex’, and 
is a process that is invisible or perhaps absent in the smaller traditional communities. The 
association of HIV with sexuality allows the moral to precede the ethical and the legal. 
Moralization of ‘sexuality’ is a contemporary process and HIV epidemic appears as a 
convenient accident. This is not to say that it has not served to re-energise the moral 
movements but that the moral response need not really concern us, at least in our search 
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foruniversals. Perhaps we need to note that moral posturing in the guise of regression to 
a more glorious past and highlighted decay of the present is in fact preoccupied with the 
genesis of new and newer morals. If at all there is an incantation of the past it is to invoke 
a greater following rather than a genuine longing for the past. Having dispatched the issue 


of ‘morals’ as a minor phenomenon in response to epidemics we can return to continue our 
search for the universal continuum. 


We have tried to find an analogy between the social treatment towards a person 
inflicted by a spell and, aperson whois ‘ill’ inan epidemic. Now we can look at the contrasting 
features. Epidemics, unlike the individual victim of sorcery, affects a rapidly increasing 
number of persons. It becomes untenable for a group to perceive a large number of its 
members as ‘living dead’ and a threat to the whole group. The options are 


a. a belief that the entire group is bewitched. 
b. to segregate some members and project the wrath of spirits upon them. 
The sociometry of epidemics: 


The measure of using physical distance to deal with an epidemic or any other 
catastrophe is archetypal and cannot be located within post-microbial epidemiology alone. 
However the sociometry of ‘contagion’ is perfectly understandable and must be acknow/l- 
edged as a representation of some deeper and darker areas of the human and collective 
order. What is surprising is not that we are subject to this impulse to ‘distance’ and isolate 
the subjects who we believe are the agents of the spread of the contagion, but the fact that 
we are unable to offer a resistance to this impulse which appears more often than not as 
irrational. 


Another measure that allows the management of epidemics is group identities. 
Through various devices ranging from metaphoric associations, heightening of affective 
associations, invocation of prophecy and prediction, there is a riveting of the collective 
attention. Michel Foucault calls it ‘gaze’, upon the group or groups which are believed to be 
the source and reason for the threat. There is a crystallization of the social order into two 
major groups, the threatened and, the source of the threat. In reality, no new social order 
is created by the contingencies ofthe epidemic, but the existing orderis cleaved with greater 
intensity. The marginalised, or the social strata which is ‘threatening’ to transit into the higher 
status is often identified as the locus of the epidemic. This ‘scapegoating’, so to say, is a sort 
of reflex to the unmanageable social tension, that the epidemic creates. This leads us to 
enquire into the strength of a social organisation. Most societies create an illusion that they 
are progressive and liberal. That this is based on a sponsored illusion becomes apparent 
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during epidemics. Instead of acknowledging of its existent flaws, social structures respond 
from this false belief and polarize the already marginalised, to displace and deny the 
weakness. Having achieved this, social responses, that are analogous to the victim of a 
spell, are unleashed upon the group or groups. 


But then let us move from the bubbles of abstractions into the realities that confront 
us in our daily life. What is it than can be done or needs to be done? 


Confidentiality: During a supervision session with a trainee counsellor ata HIV Counselling 
service, there was a debate whether the caretaker of a seropositive person be informed 
about the serostatus and trained in self protection or should be trained without an explicit 
discussion on the HIV serostatus. The trainee felt very strongly that it would be ‘unethical’ 
to keep the information confidential from the care giver. During the discussion it was 
important for us to explore the source of the certainty with which we pronounce an act as 
ethical or otherwise. That some acts were decidedly ethical and some decidedly not is very 
critical and can not be easily settled in a few instances. 


A RIGHT TO THE ACCESS OF TREATMENT AND CARE: 


We really do not need to cite instances where seropositive persons have been and are 
refused medical treatment and care. This has happened with an increasing frequency, in 
both teaching and research institutes, in private nursing homes and public hospitals and 
family practice. Given the projections for the next 10 years for the number of persons 
requiring care for acute iliness with HIV seropositivity this trend needs to be reversed. There 
seems a greater willingness from practitioners of traditional medicine and the non- 
“specialists” to manage the symptomatic illness associated with HIV seropositivity. The 
problems are grave when surgery and obstetric care is withheld. We do not yet know the 
fate of those with HIV seropositivity seeking paediatric care. 


A RIGHT TO INFORMATION: 


Calcutta: While talking to a girl in Sonagachi (a traditional area of prostitution of Calcutta) 
about the new disease, | mentioned that this illness did not have any visible sign or symptom 
for along time, and that the only way to know about it would be to perform a test on the blood 
of a person. She looked alarmed and said that she had heard about ‘AIDS’ and knew that 
as a person in prostitution she was at risk. Then she turned her hands and squeezed her 
finger nails and asked me to look at her blood and find out whether she had the infection 


with the virus. 
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Frankfurt: A Sunday afternoon, 3 members of IHO, in an agitated discussion with a 
renowned Professor (if | am not mistaken, of Virology). The problem: The professor in 
collaboration with an Indian Clinician was screening blood from a STD Clinic for HIV2 in a 
laboratory in Frankfurt. We were alittle less concerned about the violations of the mechanics 
of this project than by the fact that the results of the screening were not available to Indian 
Scientists and that they were suddenly sprung at the International Conference on AIDS! We 
extracted a meek promise that this may not recur. It was ironical thata week earlier we were 
interviewing a virologist at the Pasteur Institute. The problem - the same HIV2. We were 
astonished to discover that HIV2 had been identified at their lab, in blood product samples 
from Bombay, in 1986! And here, we were writing to experts for the last 2 years trying to 
identify the policy for screening blood for HIV1 & HIV2! at the blood banks in Bombay. Both 
these instances involve the ethics of ‘information’. Can we perceive a situation where 
access to, and provision of information that is ‘life-saving’, is structured as a basic human 
right? Can we force a future where information is freed from scientific prudency and pedantic 
bureaucracy and arrogance? 


Decriminalization: On different occasions at the IHO we have been asking for an urgent 
consideration to decriminalise homo-sexual preferences. The second area that needs 
scrutiny is the laws relating to the use of narcotics. Inreframing the criminal laws the different 
implications of narcotic use from trafficking needs to be enforced, if at all we are to facilitate 
control of spread of the virus among intravenous drug users. Discussions with police and 
community leaders lead us to a consensus on this, but the dread of public opinion and 
placatory politics have created an impasse. Yet another dangerous trend that we notice is 
the call to legally ban counter-sales of syringes and needles. This myopic impulse has been 
recommended unfortunately by some of the ‘enlightened’ medical scientists which makes 
it doubly dangerous. Here again we see misplaced morals and the ‘uninformed’ affecting 
the epidemic in the name of restricting it. 


CONCLUSIONS: 


Some of the apparently abstract issues that lie below the ethical and related societal 
responses need to be understood by the social managers and leaders of our response to 
the HIV pandemic. This is to protect ourselves from reflex impulses which will lead not only 
to a compromise of the progressive humanization of our societies but also dampen the 
preventive efforts to control the pandemic. The plea to discover the utility of such an 
analyses and reach out beyond the pendantic value is the first argument. 
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_ The need to define in more formal terms some of the issues that are already with us 
is urgent and though mercifully we have been spared a retrogressive ‘AIDS Bill’, the need 
to articulate the position remains. Such a formal declaration of intent by a government 


expresses, besides legislated provisions and protections, an educative statement to society . 


at large. A multi disciplinary and multisectorial exercise to formulate this must be seen as 
an urgent necessity. 


Dr. Vijay Thakur is at the Indian Health Organisation, Bombay. 
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AIDS - GOVERNMENT RESPONSE 
Dr. Ravi Kumar 


In India, the AIDS task force was established by the Indian Council of Medical 
Research (ICMR) in 1985. Screening of high-risk groups started at the National Institute of 
Virology, Pune and the Christian Medical College, Vellore with the objective of finding out 
whether HIV infection had reached India. In 1986, the first evidence of HIV infection was 
reported amongst the prostitutes in one of the metropolitan cities of the country, namely, 
Madras. Following the incidence, in the same year, the ICMR, in collaboration with the 
Directorate General of Health Services, Ministry of Health and State Health Authorities, 
initiated sero-surveillance activities. The National AIDS Committee was also formedin 1986 
under the chairmanship of the Union Health Secretary, with the Director General of Health 
Services, Director General, ICMR, senior officers from the Ministry of Health and represen- 
tatives from other concerned organisations as members. In addition to the Government 
agencies, the Administrator of the Voluntary Health Association of India has been included 
in the National AIDS Committee as a member. 


In 1987, the National AIDS Control Programme was formulated mainly with a view to 
arresting the infection by stepping up surveillance activities amongst promiscuous individuals 
and providing the scope of social mobilisation through health education. 


COMPONENTS OF AIDS CONTROL PROGRAMME IN INDIA 


The major components which are being implemented are: 


1. Surveillance. 
2. Screening of blood and blood products. 


3. Health Education and information. 
Surveillance 
Sero-surveillance was started in a phased manner. Phasewise details are as follows: — 
Phase - 1 
October 1985 - April 1986 


Aim : To find out if infection existed in India. 
Activity The National Institute of Virology, Pune and the Christian Medical 
College, Vellore screened high-risk behaviour groups. 
Findings : Of the 3027 persons screened 10 were found to be HIV positive. 
Conclusion : HIV infection existed in India. 
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Phase - Il 
May 1986 - October 1987 


Aim - To find out the prevalence of HIV infection and the major mode of . 
transmission. 

Activity -  Anation-wide network of surveillance was established. 

Findings : HIV positivity was detected among: 


- Heterosexually promiscuous males. 
: Pregnant women. 


: Blood donors. 
- Blood and blood-product recipients 
Conclusion : Heterosexual promiscuity plays a major role in the transmission of 
. HIV infection. 
Phase - Ill (A) 
November 1987 - October 1988 
Aim ; To step up the screening of special groups -blood donors, pregnant 
women, andthose who come incontact with sero-positive individuals. 
Activity - Screening intensified. 
Findings = Increase in seropositivity rate among blooddonors and promiscuous 
men. 
Conclusion - Need to initiate mandatory blood screening. 


. Need to provide health education to high-risk groups. 

- Need to establish clinical facilities for care and counselling. 
- Need to extend diagnostic facilities to more centres. 

- Need to initiate sentinel surveillance. 


Phase - lil (B) November 1988 - onwards 

The second part of phase III of sero-surveillance that was started in November, 
1988 continues. During the period from November 1988 to November 1990, the major 
attention of the surveillance/reference centres was on providing assistance to the surveil- 
lance programmes for screening of blood donors, blood products, blood-product recipients 
and diagnostic screening and training of personnel. 


There are about 67 surveillance centres functioning in India today. The zonal 
blood-testing centres were started in January 1989. Here the testing of blood donors is done 
by establishing linkages with the blood bank. The Kidwai Memorial Institute of Oncology is 
one of the zonal blood-testing centres among the four situated in Karnataka. The screening 
of HIV is done in the Department of Microbiology. The method employed to test the blood 


32 


is enzyme linked immunosorbant assay (ELISA). The screening of blood is one of the 
important preventive measures for the control of HIV infection. 


There are about 37 zonal blood-testing centres functioning in India. At present the 


Government has taken measures to increase more than 100 blood testing centres for HIV 
screening. 


Reference centres in India are seven in number and are situated in important 
institutions in Delhi, Pune, Vellore, Calcutta, Bombay, andin Imphal. These centres perform 
the western blot test to confirm the seropositivity of the blood samples tested by ELISA. 


There are about 13 AIDS units in India situated in various medical colleges. These 
units are established by Government of India for effective clinical management of HIV 
infected persons and AIDS cases. | 


Reference: 


National AIDS Control Programme, India. 
Country Scenario, 

Directorate General of Health Services, 
Government of India. 


Dr. Ravi Kumar is at the Department of Microbiology, Kidwai Institute of Oncology, 
Bangalore. | 
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REPORTED AIDS CASES - GLOBAL SCENE 


ANNUAL WHO STATISTICS 1991 
REPORTED AIDS CASES - INDIA’ 
No. Sero 


Year No. Screened 

: Positive 
10/1985 27,035 
10/1986 3 


“ 
é7 


Sero 
Positivity 
Rate/1000 


| 
: 
3 


NACP. 1990-91 


REPORTED STATISTICS - KARNATAKA © 


No, Sero Positive 
1987 7: Seas Sk 


Nil 
|. «a oo | 


1991 (July) 36,572 
TOTAL 116008 | a 


(DHS 1997) 
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(A..1.M.S. & N.1.C.D) 
(N.L.V) 

(C.M.C) 

(N.1LC.E.D) 

(1.1.H) 


(R.M.C) Yet to start 
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IHO: A DECADE OF MEANINGFUL EXISTENCE 
Dr.I.S.Gilada 


With the aims and objectives of health and social service to the neglected and hapless 
in the society, the Indian Health Organisation (IHO) was established by me with other nine 
socially conscious doctors on 7th April 1982, the World Health Day. With vague ideas of 
providing voluntary service but without any concrete long term plans and programs on our 
agenda, we started our activities in the form of multi-diagnostic health camps in different 
communities. Our second camp was a day-long venture on June 20,1982 for the Women 
in Prostitution and their children in the Central Bombay’s red light district. This was a 
shocking experience for our team members and it showed us a world altogether different 
from ours. Besides working in Leprosy colonies, Urban.Slums, Ruralareas, and Tribalareas 
we continued our medico-social activities in the red light areas by arranging periodic health 
camps andother social welfare programs. We decided not to apply for any funds fora period 
of 5 years just to establish our credentials as a genuine NGO. 


During 1982-85 period, we worked under all odds on several issues related to 
prostitution which included prevention of prostitution-particularly child prostitution, prostitu- 
tion with religious sanction (Devadasi System), forced prostitution etc,; rescue & rehabili- 
tation of children or minors; control of Sexually Transmitted Diseases (STDs); minimising 
their harassment by police; Laws related to prostitution; self organisation of women in 
prostitution; awareness education campaigns to inform the society about their problems. 
Our sustained interest and activities in these areas helped us establishing an excellent 
rapport with the women in prostitution; which is now paying dividends in our work for the 
prevention and control of HIV/AIDS. 


As a medical person from the speciality of Skin & STD, | was curiously watching the 
international developments in the field of AIDS since 1982. Without realising that we could 
be also having AIDS in India, | had collected some literature on AIDS with purely academic 
interests. In September 1985, while attending the World Conference on Health Education 
held at Dublin, Ireland, | participated in a Workshop on AIDS. Addressing the gathering, an 
American scientist said, “ AIDS is not the problem for only USA or Europe, it is a global - 
epidemic. The patients of AIDS may be even dying in the countries like India and physicians 
may not be aware what AIDS is? Infuriated with this, | had argued with him obviously to 
protect my medical colleagues from India. On return | had done a sample survey among a 
few medical personnel in Bombay, and | realised that they were totally unaware of AIDS. 
In the same month, we started the country’s first AIDS education-awareness program. 
Subsequently we established India’s first AIDS Clinic at J.J.Hospital in March 1986. 
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! must point out that 5 years ago, IHO consciously shelved all its plans and programs 
to fully dedicate its efforts towards the national crisis precipitated by the HIV epidemic. This 
was in keeping with the estimate given us of the unprecedented health and social 


implications of HIV. Since then it is with regret, that |can say, we have been right but things 
have been worse than what we had visualized. 


The second thing | would like to say about our work is that we have recognized the 
need to adopt a “shot gun” approach and have attempted to develop interventions at every 
level and from various perspectives including the cost-benefit ratio. This, we believed would 
be the best method for constructing our own experimental base for the future. 


At the same time we have tried to be vigilant to the situations and experiences around 
the globe so that we could avoid in investing ideas and strategies that have a proven track 
record. Simultaneously we have tried not to repeat the errors and miscalculations of our 
colleagues elsewhere. 


SOME POSITIONS: 


We have recognized, over the past few years a few indicators of appropriate 
responses to the HIV epidemic. 


1. RAPID MOBILIZATION; 


We have recognized that the speed of our responses Is a critical factor in the 
_ development of programs, watching the doubling on seroprevelance rates in various 
sectors, as a cause of alarm. We sincerely believe that a catastrophe is in the offing and it 


needs a proportionate response. 


This coupled with the complex demography of our nation has led us to look for ways 
and means to develop a capability of rapid mobilization. 


2. OUTREACH AND NETWORKING: 


As a field based NGO we have always been impressed by the need to develop 
outreach programs, especially in a country like ours, but never before have we recognized 
the need for it. From “outreach” as virtue we have reached the position of outreach as a 


“necessity”. 
We had also for long felt that each NGO is different and often working in solitude 
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may indeed be important for the well being ofan NGO. However with this epidemic we must, 
and with urgency relate with each other both constructively and creatively. 


We must learn to respect each other differences as well as work with a togetherness. 
Very little will be achieved otherwise. 


3. STAFF TRAINING: 


The importance of in house training can always be underestimated. Poor ability to 
attract skills and commitment is a problem we will have to reckon with, at least for some time. 
But more important will be to face the complexities like the issues in staff retention, 
motivation, high turn overs and burnout. 


Given the small numbers of trained work force and the “needs” inter NGO walkovers 
of staff in whom you have invested time and training will be yet another issue that one will 
encounter. 


However, the value of “training”, as an incentive seems a viable strategy besides skill 
improvement, is undisputed. 


4. HUMAN RIGHTS: 


Much has been debated and written about this and | will not repeat but only reiterate 
what is well known to all of us. 


POLICIES 


Participatory planning: We have over the past few years discovered that the traditional 
organizational systems of hierarchy of health care workers, centralized planning and the 
authoritarian control of recipient communities as invalid for our work. 


The first step for an effective program should be the participation of target communities 
and their self direction. Involvement of the various disciplines are also essential if we are 
to forge a team which invests energies and attention on a sustained basis. 


DATA BASED ACTION 
There is a large volume of data on quality programs, on ideas that have worked and 


those that have not. However we are distressed at efforts to reinvent the wheel. The need 
for updating of information is yet another area for attention. 
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PROGRAMS 


Profile : 

Jan'92 April'92 July'92 Oct'92 
Centres Feasibility Feasibility Feasibility 
operational completed initiated planned 
Bombay (20) Kolhapur (3) Nasik Aurangabad 
Pune ~ (5) ~~ Miraj (2) Nagpur 
Latur (2) Malegaon 
Sangli (2) Nanded 
Goa (1) NewDelhi (2) 

Bangalore (1) Belgaum (1) 
Bijapur Trivandrum 
Dodhbalapur Quillon 
Mangalore 
_ Hyderabad (2) — Indore (2) 
VIZAK (1) . 
Tirupati (1) Madurai (2) : 
Ahmedabad (2) Rajkot (1) Vadodra 
Valsad (1) 
; Manipur (2) Jaipur 
Ghaziabad 
Varanasi 
Kanpur 
Bilaspur Calcutta 
Jamshedpur 
Patna 
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TARGETED INTERVENTION 


Peer Education and Condom Distribution for STD & HIV Prevention in the 
Community of Women in Prostitution 


After evaluating the various approaches for condom promotion like social mar- 
keting, door to door vending, we opted for the “peer education” models for our work with the 
women in prostitution. The need for empowerment along with education is obvious to 
anyone who has worked in the community of commercial sex workers. This was the key factor 
in our decision for the peer education approach. At present we are enroling about 2000 
women and 500 Hijras in Bombay and Pune in this campaign and we hope to extend the 
program to more women in Bombay and to at least 3 cities in Maharashtra by the end of this 
year. We are in the process of producing a videoclip of negotiating skills with clients. 


Mobilization Control Structures in Prostitution eg. brothel keepers, pimps 


In response to the field conditions we have for the past few months recognized the 
need to enlist support from the control structures in prostitution. Given the realities of the 
organisation of this community and the need for expediency we are trying to elicit coop- 
eration from the brothel keepers etc. 


The stage of denial is strong in this group, coupled with the anxiety of their incomes 
being affected there is also fear that the infection may spread by casual contact to other 
inmates of the brothel. Dialogue and placing facts squarely to them is the approach that we 
are trying out. 


Mobile STD Clinics 


Time again we have received complaints from women that social workers come to 
them, ask questions, fill up forms and draw blood and vanish. This scarcely builds their trust 
on the service organizations. Besides offering primary health care, serving as a referral 
point these services are seen as an essential attempt to outreach into the community and 
develop constructive relationships with them. At present we run two such services in 
Bombay and one in Pune and will be increasing to five in the next three months. 


Counselling Services at an STD Clinic 


IHO has been alarmed at the callous manner in which people are being tested for HIV 
antibodies. Though we appreciate the need to gather data for epidemiological purpose, it 
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is our strong contention that testing without counselling is a myopic strategy with grievous 
consequences for both the individual and the control of the epidemic. 


shied has set up a model pre and post test counselling centre which is attached to an 
STD Clinic and now also trains students from the SNDT Women's University. The centre 
was also used to field test our manual on pre- and posttest counselling which is now in print. 


Client Education 


This is obviously more complex than it appears. Specific targeting, locating them and 
access to their interest and attention seems an arduous task that somehow needs to be 
done. 


Police Force: The sector of the police force in Pune was taken up as a pilot exercise upon 
the invitation of the Police Commissioner. After initial meetings with a group of inmates at 
a police hospital, literature for them was designed and pretested. A meeting of about 300 
officers and staff was conducted and now we are in the process of reaching out the literature 
to each and very member (4000) in the Pune force. This will be followed up by random 
evaluation exercise in about 5 outposts and if needed small group meeting willbe organised 
in the housing colonies of the policemen. 


Truck Drivers: After meetings with the truck driver owners Association and labour contractors 
we have initiated a pre program study with a group of 200 truck drivers. This is being backed 
up by a condom distribution scheme. 


Though the results of our study are being awaited we feel that a strong initiative from 
the Road and Traffic Authorities will go a long way to reach out to this group. 


We will have to reactivate the scheme of condom distribution at petrol pumps and 
dhabbas, a scheme which was in place in the 70's to boost the family planning effort. 


Needle Exchange and Bleach Distribution for 1VD Users 


The situation in the north east has been an alarming eye opener for us. In March 91 
a group of Naga youth leaders approached us for assistance, and a campaign promoting 
safe needle practices was developed. The analyses of the impact is promising, but the 
campaign needs to be backed up by walk in and outreach services for bleach and needle 


distribution. 
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To gain experience in these we are conducting a micro program for bleach distribution 
and needle exchange in Bombay which Is believed to have a population of 12000 
intravenous users. We are hopeful that the experience gained here can be useful in 
developing locally relevant programs in the North east. 


PUBLICATIONS 
Information on HIV: 


Literature on HIV/AIDS; has been prepared and distributed in English and five Indian 
languages, while literature in three more languages is being field tested. 


Campaign Material: 


‘We have just finalized a twelve instalments of newspaper campaign and three 
television slots. 


Training Manuals: 


Manuals for policy makers, on Legal and Ethical Issues have been printed and — 
circulated. The drafts of Pre and Post Test Counselling is under print and a manual for Home 
Based Care is in the draft stage. Preliminary information for manuals on “Women and AIDS 
Triple Risk” and Media and AIDS has been collected and these should be finalized within 
the next year. 


Besides these, modules for abasic training for HIV/AIDS workers has been assembled 
along with pre and post program evaluation exercise. 


CITIZEN EDUCATION 

— General public education 

— Education in colleges 

— Education in human sexuality in schools 
—  Devadasi prevention 


Though we had earlier put in a large effort towards this, we now feel that we had 
overestimated the real returns. 7 


However, we continue to believe that there is a role of this especially in attempting to 
minimize the waves of discrimination that the epidemic is bound to release if not today then 
in the immediate future. 
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INFORMATION ACCESS SERVICES 


This comprises of books periodicals and manuals, more than 400 in number an 
audiovisual reference centre with about 150 films and campaigns from other countries and 
in the next month we will be installing a CD Room facility. 


These services are available on request to an Y group involved in HIV related work and 
to post graduate students for research. 


TRAINING: 


At present IHO conducts a “basics” course depending upon the request, it is either 
three or five or seven days. This is our phase one of the ‘trainer of trainers” program. 


There is also a course on pre- and post test counselling workshop of five days and may 
be followed up by supervision over thirty days. An introductory course on HIV and 
counselling for two days. We are in the process of developing a languish training in family 
counselling and HIV, supportive counselling, spiritual and pastoral counselling. Besides this | 
_we offer a two day introduction to STDs and STD control for non health care persons. 


Courses on clinical management, surgery, obstetrics and paediatrics and HIV are 
being put together and hopefully we will be in a position to process requests within the next 
6-8 months. | 


RESEARCH 

— sequential campaigns in HIV/AIDS Awareness 
—  HVinscores of patients with Tuberculosis 

— program impact studies 

— project design variables 


= sociological aspects of prostitution 


ISSUES: 


As an NGO we have confronted various issues which | believe are not unique to us 
but are a common experience for many other NGOs’ in the country. 
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NGO, Government. Interface: Our confrontations with the Maharashtra health 
Secretariat are common gossip or legend, anyway you may be pleased to infer. However, 
our experience in the other four states that we work in has more than compensated for our 
alien status in Maharashtra. | 


Given the need for a concerted and coordinated effort if at all we are to secure some 
handle on the problem the Government NGO divide needs to be seriously considered. 


While the government is often accused of debilitating procedural intrigues and delay, 
the NGO is seen as a belligerent group with a will of its own and accountable to none. 


If a self conscious policy of empowering NGOs for the implementation of programs is 
to be effective then we need to perhaps clarify certain preliminary ideas. 


1. Apublic announcement through newspapers must be made to invite interest of NGOs 
in the area of HIV Control and Prevention. 


2. Acompendium of project designs and reports of projects in place etc., must be made 
available for the NGOs as a reference for development of their interventions. 


3. Clear procedural outlines for seeking grants, reporting, impact evaluation etc., must 
be prepared and made available to the applicants. 


4. Acentrally appointed group with representation from the donor group, the government 
and the NGOs, must screen for government or sponsored NGOs. It is ironical that in 
one state, official list of NGOs submitted to the Central Health ministry, comprise of 
advertising agencies, two are teaching colleges, this is almost 50% of the “official” 
NGOs in that state. The dangers of government sponsored groups are many and this 
may not be the place for me to go into them. But as NGOs we must see this as an 
erosion of the NGO movement. 


5. A training for the program managers, must be organised. 


Training: The need for trained manpower and human resource will be critical in the 
sustaining of the long term programs and projects. 


We have been learning from the micro workshops about the training needs and are 
actively searching for partners to evolve and implement a Master trainer Program or trainer 
of trainers program at the national level. 
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We see this as critical not only in the delivery of quality programs but also to tackle the 


issues of attracting staff, unproductive staff turnovers and staff burn out, that are known to 
be the bane of HIV/AIDS related programs. 


We are in the process of setting up a National NGO poo! that would participate in this 
process of human resource development. 


HUMAN RIGHTS 


Though we have reiterated the vigilance required at this front we would like to see 
much more done. 


Two issues need urgent consideration: 


Access to health care: We are ata loss to deal with the existing state of affairs. Though 
the instances of negligence are few and far between we must interpret this as a symptom 
of the future. MTP facilities and post-natal counselling will have to also be looked into as a 
an immediate need. 


The decriminalisation of drug users: This needs urgent consideration and action 
especially with the latest information about the precipitating social crisis in the north east. 
In Bombay it is not unusual for our workers on the beat to be harassed by the police while 
distributing needles and bleach. If at all we are to in anyway minimize the horror affecting 
this population we must see the decriminalization of drug use and the legal distinction 
between “user” and “pusher” as an essential first step. 


Effective counselling centres will only work if backed up by reach out services and 
those which move towards removing the stigmas that surround this illness. 


3. The DECRIMINALIZATION of HOMOSEXUALITY: 


This was essential even before HIV/AIDS, but in this era what could have been 
considered a legislative virtue is an essential step. We must realize that this perhaps is the 
time to urgently reform the outdated “unnatural sexual acts” injunctions from our law books. 


SUPPORT TO PWA SELF ORGANIZATIONS 


A small group of people were encouraged to attend a meeting with other persons 
with HIV, during the post-test counselling sessions. This made us to shed many of our 


misconceptions of their capabilities. 
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Also we are learning a great deal from the global experience of the vital role played 
by self organised groups. 


IHO is provisionally supporting “POSITIVE PEOPLE” which will try to reach out and 
network and organise in both care and control. . 


We feel that itbe made mandatory to support self organisation of HIV affected persons 
and to include representation of them on all official policy and planning groups. 


CONCLUSIONS: 


Well, that seems like a long talk but considering that we are meeting as a group of 
NGOs’ eager to work together or at least know each other, the agenda of networking for 
ourselves must be high on everyone's list. 


We must recognize that independent thinking, procedural pragmatism, initiative and 
sometimes creativity are some of the privileges of being an NGO. 


We must not allow the issue of accountability to be confused with the sacrifice of 
autonomy. 


We cannot allow the need for coordinated efforts to develop into centralized controls 
of either ourselves and our ideas, be they in the form of the government or another NGO. 


Dr.l.S.GILADA is the Founder and Hon. Secretary of the Indian Health Organisation, 
Bombay. 


CONFERENCE SUMMARY AND CONCLUDING REMARKS 
_ Dr.Shobha Raghuram 


This meeting has raised important issues and questions regarding several aspects of 
_ the complex situations that have come with AIDS in India and elsewhere. What has also 
: contributed to the serious nature of these discussions has been the commitment of 
_ everyone of you here to the problem of AIDS, be it in prevention, diagnosis, control or 
_ treatment. | believe that the crucial tilt has come in seeing AIDS in not only an analytic 
fashion but in seeing the anatomy of this illness in social terms. 


! will begin this plenary session today by summarising the proceedings and presenting 
recommendations, ideas or questions. | will conclude with some remarks on 1 ) the 
perception of this problem, 2) on who is it who is really the subject and central to this ba mind 
and finally 3) on AIDS and the politics of health. 


Summary of the conference proceedings: 


The main thrust of Jan’s talk was to see AIDS as a development issue handled in an 
organisational environment that is emancipatory, free of dogma and not welfarist. He 
believed that dogmatic and non-secular institutions seriously hinder AIDS prevention and 
promote the marginalisation of HIV and AIDS patients. He felt that first of all the moralising 
of an illness obfuscated the problem, and secondly contributed to the victimisation of HIV 
Positive patients leading to the violation of human rights. He raised important questions 
regarding 1) Caste relations and patriarchy and their determinations on AIDS in India. 2) The 
politics of fundamentalism and their retrogressive effect on AIDS related work. 3) The 
definitions and creation of political and social spaces for HIV infected people and 4) 
recommendations here for legislation to stop discrimination etc., and lastly solicited. 
5) your recommendations for our policy paper on AIDS. 


Several of these questions were discussed yesterday in various sessions. In the 
immediate response to Jan’s paper Dr. Bhattacharya stressed that this is an issue not just 
for patients but for each one of us and that more interaction is required at all levels. Barry 
wanted to know the profile of AIDS in rural areas. Dr. Thakur and Dr.Sehgal felt it was 
prevalent in immigrant workers in rural areas but that care is urban oriented. Dr Babu, 
Dr.Sharmila and Dr.Ravi gave us some idea of the people coming from rural areas for 
monitoring. | believe that AIDS is as much a rural problem and its pre vention and handling 
of the illness in rural areas requires special attention, given the economics of it and the fact 
that most PHC’s have not proved effective centres of health care. 
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Dr.George Babu spoke of the clinical aspects of AIDS, the virus and other co-factors 
in AIDS. He underlined that this disease although only ten years old has created 
unsurmountable fear, anguish and anxiety - medical, legal and psycho-social problems. He 
graphically covered the retrovirus itself, the latency period, the clinical course of HIV 
infection, the medical management, the treatment and patient history taking. The discus- 
sion that followed touched upon the high technology choices of premier institutes, and the 
need for informed consent and counselling in testing people. The consideration of ethical 
rights of the patient as an integral aspect of medical management of the HIV virus | believe 
had the support of the meeting. 


Dominic D’Souza (Positive People) gave us his personal story, one that recounted the 
difficult and painful journey of being a HIV patient confronting social and State reaction. 
Forced isolation, insensitive media reports, the loss of work, the lack of counselling were 
some of the painful truths about an unmindful state that he spoke on. 


He touched upon the details of amemorandum submitted to WHO at a conference 
in London by him on behalf of Positive People. Some of these included 1) the demand that 
HIV+ people should be represented at the national level where major decisions are made, 
2) the right to access to their medical records, 3) the right to privacy (and confidentiality) 
which will prohibit the list of HIV+ patients from being circulated. He highlighted the right to 
know about medical trials, especially vaccine trials, 4) the right to pre test and post test 
counselling, and the right to employment. He spoke poignantly on the need for courage. In 
the discussion that followed the problem of AIDS having gone underground in India, the 
existing disinformation going on, the need for HIV patients to retain their jobs, the 
programmes that CMC has developed for counselling etc., were raised. Appreciation was 
expressed for HIVOS being the first donor organisation to invite a HIV+ person and go on 
record for the defence of Positive People. IHO was also commended for their work in 
educating the people and for taking up legally the cases of HIV+ people and for also 
preventing thie problem from going underground. 


Dr.Seghal in his talk on the impact of AIDS, provided data on the prevalence of HIV 
globally and in India in particular. He spoke of the difficulty of AIDS prevention and control 
work in Manipur (where 30 % of the young are drug-addicts), the economic constraints in 
developing countries and the phobia in the medical and para-medical communities. He 
underlined that the poor of India would be hit the hardest in a backdrop that promises the 
people of Asia bearing the greater proportion of AIDS victim in the world. All efforts in 
improving child and adult mortality rates over the last few decades will be offset by the 
ravages of AIDS. The discussion dwelt on the need for a more active use of general 
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population categories, the rationale being that this would facilitate a more realistic view of 
the problem and a less moralistic definition of the epidemiology of the iliness. There was a 
general agreement that steps on a war footing need to be taken as far as AIDS is concerned 
_and with Dr Seghal's view that it should be a multisectoral approach. 


Dr. Thakur felt that IHO was fighting a losing battle and that the projections were grim. 
He resisted the moralisation of sexuality, the process of objectification and reification that 
has become the mode of treatment of patients, and the creation of total breakdown in the 
suffering by the practice of “pulling out the social reference system”. The ‘social 
management’ of a HIV+ patient is one element ina process where a community isolates him 
and also looks upon him as a source of danger. The right to information on the research 

going on, the need to resist coercion by the state, the need for analysis and reflection, HIV 
and women and the discrimination of homosexuals were seminal points in his talk. 


He believed the BUP view of seeing AIDS as a harijan problem as retrogressive. The 
political situation in Punjab has meant that no work is being done inthe state. He expressed 
the concern that ethics is not a sublime issue but an applied issue. In the discussion he 
suggested that NGOs had not fully come to terms with the disaster, that public awareness 
campaigns have had no impact and interstate rivalry has hampered work in several areas. 
His strong reservations on government bodies like ICMR etc., raise various issues 
regarding co-operation, the right to know etc. IHO has urged for the decriminalisation of gay 
sexual preferences. Although the retrogressive ‘AIDS Bill’ has been voted out much needs 
to be done in this arena of legally safeguarded rights. 


Dr.Ravi Kumar spoke on the government response. He presented a picture of the 
pattern of institutions in the country - namely, surveillance, reference, zonal blood testing 
and referencing, and figures for HIV and laboratory diagnosis in Karnataka. In the 
discussion it was suggested that provisions should be made in hospitals for rapid testing for 
blood transfusion in emergencies. The institutional format for the recording and filing of 
HIV+ patients came in for criticism and observations were made on the bureaucratisation 


of human suffering. 


This morning we had Dr.Chandra Mouli speak on WHO intervention in India. He dwelt 
on the AIDS programme components, prevention of transmission, reduction of impact of 
HIV/AIDS and programme management. The interesting part of the talk dealt with 
government pattern in funding, the World Bank loan of $72 million for AIDS work and the 
spin off on other smaller donor organisations. He suggested that since the people of India 
will have to repay the loan, NGO'’S should be involved in the planning/policy stage and not 
the implementation alone. He suggested the broadening of channels for NGO networking 
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and participation. The discussion was lively with the IHO opposing WHO presence in India 
and underlining the Indian government's nexus with WHO, Jan expressed his opinion that 
the debate reflected classical questions in development. 


Dr.Gilada spoke on the IHO intervention, their approaches, the advocacy 
programmes, services, the various sections of people they have worked with and legal 
campaigns for human rights, self-help aspects of lIHO intervention. He underlined the bleak 
scenario for the Devadasis and welcomed the Karnataka Government's proposed financial 
outlay for them, especially in places like Sangli, Kolapur and Belgaum; the Hijras at 
Saundathi are also exposed to the threat of AIDS. IHO has been a pioneering effort and the 
questions he raised regarding research protocols, ethics, the lack of policy on unborn 
children of HIV patients are crucial. 


This was followed by Shyamala, Kumeresan and Nandini speaking with commit- 
ment and humour of their work. Some valuable aspects were that they are not trying to target 
any population, their outreach programmes, observations of limitations of pre-project 
analysis, the need for essential services. The focus was on local efforts and non-high 
technological approach, local materials and low cost but effort intensive programmes. They 
talked of the difficulties faced in getting slum dwellers to speak openly of their sexual 
behaviour. Most Indian communities tend to be closed and their cultural codes prohibit 
implicitly the articulation of sexual behaviour. 


Dr.Bhat covered the area of paediatrics and AIDS care in Africa. The prevalence 
of AIDS in the Sub-Saharan countries was high and 12-14 % of the cases were blood 
donors. 25 % of the children admitted to hospitals in the last two years were HIV cases. 
During his slides presentation he discussed honestly the trial-error trajectory by which the 
clinical treatment of AIDS patients has run on especially when the cases are present with 
other disorders as well. His field experiences in Zambia are poignant reminders of the 
problem for the generations to be born. 


A review of AIDS/HIV+ health care and prevention work in India shows how 
minimal it is today compared to both the scale of population and in terms of loss of human 
lives. Work in this area today be it research, medical care, preventive campaigns and the 
legal protection of the afflicted is beset with problems of poor coordination (reflective already 
of all the social problems that health care in general is subjected to), unwarranted secrecy 
on research and possible vaccine trials, gross apathy, and lack of sensitivity to this class 
of problems. India’s poor are already subject to high rates of mortality and morbidity. Coping 
with this illness in the way we are doing at present will make the problem of treatment and 
prevention insurmountable. Many accepted forms of perception and handling of this iliness 
have to be revamped. 
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/ wil now touch upon a few observations | would like to make which | believe rest upon 
the crucial issues that this conference has thrown up and also on our perceptions. 


Epidemics such as AIDS cannot be perceived in a fragmentary fashion and the 
intervention and procedures compartmentalised. The discursive practice of modern medi- 
cine and specialisation effectively contributed to an acceptance of knowing a part of the 
human body and not the whole. An important historian of ideas, Micheal Foucault in his work 
on the “Birth of a clinic” wrote of the forms of classification that in a sense helped society, 
helped professionals to get away from the true existential nature of suffering. In fact he felt 
the medical profession often turned a human condition into an epistemological category. 
The professional “gaze” often reifies the patient, isolates him from the rest of social life and 
imposes a passivity on him. The professional/ayman divide has had severe repercussions 
in the history and politics of health care in India and given the nature of AIDS it is even more 
accentuated here. To complement this the intervention of the State often seems to be a 
’ bureaucratic and archivalist response rather than one of human action and the addressal 
of a human problem. 


In fact it is this that leads to the violation of privacy, liberty and the legitimate bound- 
aries of public authority. Coercion and the search for scapegoats reveal desperation rather 
than the courage to face aproblem hands on. Only if health workers, whetherin autonomous 
orgovernmentinstitutions, have apolitical willanda commitment to those with HIV condition 
can we hope for a change in the caring of the ill. 


Another problem in the analysis of AIDS is the active use of the term “risk groups” 
especially in the media. This too has helped to stigmatise those bearing the HIV virus and 
contributed to their stereotyping. Dr.Friedland urgently argues that AIDS is different from 
other diseases because it is deeply rooted in our views of the social worth of individuals and 
the acceptability of behaviour. The designation of persons with AIDS into “risk groups” 
although useful for epidemiological surveillance purposes, creates the illusion that “non- 
membership in an arbitrarily defined and seemingly homogenous group conveys protec- 
tion.” HIV transmission is the result of specific behaviour, not group identity. It leads to a 


“blame-the-patient” mentality. 


On the whole the “business-as-usual” response to human suffering carries with it the 
false hope that there is a quick and easy biomedical technical fix for AIDS. The impersonal 
bureaucratisation of care and the failure to lighten the burden of stigma all add to the utter 
inadequacy of an approach to an illness that demands a far more complex understanding 
of human life. He concludes, “Our response to AIDS will be a telling indicator of the con- 
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This leads me to pose the question of who, really, is the subject of this history of an 
illness and the work, and the research on it? In fact Dominic’s talk brought home the 
poignancy ofa narrative written by one who lives the condition he writes about. By contrast, 
most writing today on AIDS has little space for the patients. They are far removed, from the 
medical decisions regarding their treatment; for statisticians of health bodies they become 
part of anumber game; and they are never asked to write themselves the anatomy of this 
illness. The definition of an illness is not just the profile of a disease but also the perceptions 
of the patient. The rights of a citizen over his own body and his knowledge of it and what will 
be done to him is of central importance in the democratisation of AlDS-treatment and 
prevention research. The reifying procedures followed today, both in the treatment and in 
the discursive practice of AlDS-related illnesses, effectively abolish from centre stage the 
HIV/AIDS patient, his family and the supportive community. Authoritarian procedures 
prohibit the growth ofa discipline and the practice of healing tempered by ethical constraints. 
It is then that we are forced into becoming mute witnesses to the deaths of millions, all 
rendered anonymous because we allowed the history of this illness to be written by those 
who were in positions of power and decision making. 


| will not touch here upon the political economy of health care issues. The huge 
financial sanctions for AIDS work could very well create market economy conditions 
(international vaccine research is already there) that will further marginalise the victims and 
create wealth for those without a genuine ethical commitment. The clinical handling of the 
‘ AIDS epidemic and the initiatives for its prevention and the counselling of patients must 
have acommon political will: 1) more humane conditions for the support of the ill; and 2) the 
liberation of the illness from moral and other overtones that effectively render this illness a 
metaphor. (We stilltoday have the discreet and sometimes openly expressed view of HIV+ 
patients as “abnormal” and “unnatural”). It is of utmost urgency that we collectively 
understand that, historically, the human condition has spared no one. 


The magnititude of the AIDS epidemic presents an enormous challenge not only to 
biomedical research but also sets an agenda for immediate intervention by political 
activists, donor organisations, medical personnel, human-rights activists, lawyers, econo- 
mists, historians, sociologists, etc. 


Some questions that come to mind are: 


What consequences do we see for the employment of HIV patients? This is an area 
that both lawyers and donor organisations should concentrate on. Legal thinkers should work 
on protecting the rights of HIV+ persons by framing suitable job contracts. Donor organisations 
should support people victimised by providing for income-generation activities. 
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How we do set up watchdog groups that will demand of research institutions that their 
work be open to public discussion and coequal participation? 


How do we establish cooperation and collaboration with doctors in government and 
other hospitals who will provide research data, help in the care of the ill and, within their 
community, bring about an environment of self reflection, one that questions purposes and 
ends? The code of silence is counter productive. 


How do we, through research, through meetings, and through the media, influence 
national policy and also get at the grass root level support? 


Should we not be looking for an immediate South - South dialogue and action 
research? Four billion people constitute the Third World and are almost four-fifth of hu- 
manity. The industrialised North with access to unlimited resources for research, and for 
_ hospital care and treatment (Dr.Babu referred to the annual cost ofRs.2 lakhs for AZT intake 

per patient) cannot be a model we can adopt in toto. Strategies that are locally relevant, 
__ more closely adapted to their cultural settings, are more likely to overcome the prejudices 
of the existing global two-tier health system. Global programmes and campaigns are 
important when they are sensitive to the political and cultural grammers of local experience. 
Even the local production of drugs for AIDS treatment has to begin with the government 
bodies, the private pharmeceutical sector, and international drug Companies coming 
together in a cooperative effort. 


As Jan stated, HIVOS will not view AIDS in isolation of other development issues 
facing us. It is our view that, whena society comes to terms with such fundamental individual 
social experiences as with living, death, pain, disability, suffering and aging, it deals 
completely with the health of its people. “Health” is not a static, technical, quantifiable or 
unitary term. The well being of a community depends on the values, the politics and the 
commitments that inform its body politic. 


For us to come together today and discuss accountability and ethical commitment for 
medical practice, health services and activists is to restore to the body politic the health of 
its people. Strategies for achieving decentralisation and for fighting against violations of 
human rights are really strategies that inform us that health is not private property, health 
is not the prerogative of a few. Health does not mean the abdication of our rights over our 
bodies but the assertion of our rights; and, ultimately, health for all is what emancipatory 


humane governance is also about. 


Dr.Shobha Raghuram is Consultant Social Scientist with HIVOS-RO-Bangalore. 
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Appendix: a) PROGRAMME SCHEDULE 
Programme 


9th January 1992 

0930 - 1030 Introduction 
Jan Bruinsma 

1030 - 1100 Coffee 

1100 - 1200 AIDS - The Disease 
Dr. P. George Babu 

1200 - 1300 AIDS - State and Social Re-action 
Dominic D'Souza 

1300 - 1400 Lunch 

1400 - 1500 AIDS - It Impact/Discussion 
Dr.P.N.Sehgal 

1500 - 1530 Coffee 

1530 - 1630 AIDS - Ethics and Human Rights 
Dr. Vijay Thakur 

1630 - 1700 AIDS - A State Response 
Dr. Ravi Kumar 

1700 - 1900 Films / Slides, etc. 

1900 - 2000 Dinner 
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10th January 1992 
— 0930 - 1030 


- 1030 - 1100 


1100 - 1200 


— 1200 - 1300 


1300 - 1400 


1400 - 1430 


- 1430 - 1600 


1600 - 1630 


| H O Intervention / Discussion 
Dr. |.S.Gilada 


Coffee 


WHO response to AIDS 
Dr. V. Chandra Mouli 


SIAAC Intervention / Discussion 
Ms. Shyamala Nataraj 


Lunch 


AIDS - In Paediatrics 
Dr. G.J. Bhat 


Plenary Session 
Dr. Shobha Raghuram 
HIVOS Team 


Coffee 
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Appendix: b) RESUME OF TALK 
Dr.V.Chandra Moull 


The presentation touched on three Issues:- 


1. . The response of the Government of India to the challenge posed by AIDS. 
a) The National AIDS Control Programme 1987-90. 
b) The Medium Term plan for prevention and control of AIDS 1990-92. 


2. The ‘Strategic plan’ for future which is likely be implemented from 1992 onwards. 


3. Eight ‘pre-project’ activities that are being implemented by state governments and 
NGOs (in co-operation with WHO). 


These pre-project activities are to serve as field-trials before nation wide strategies are put 
into effect. 
For presentation following documents were referred. 


Part1: Directorate General of Health Services, GOI. National AIDS Control 
Programme- India: country scenario (update), New Delhi, GOI. December 
1991. | 


Part 2: Vasudevan J. (Joint Secretary. MOHFW, GOI) Strategic Plan New Delhi, GOI. 
October 1991. 


Part 3: A working paper prepared by Dr.L.Khodakevich, Team Leader- WHO, Global 
Programme on AIDS - India. 
The discussion indicated the following: 


1. Many NGOs are not fully aware of the government's ongoing activities and plans for 
the future. 


2. Possibly because of the above (and other reasons), there is a great deal of suspicion 
and distrust of the government among the NGO community. 


However, senior government officials are convinced that NGOs have a crucial role to 
play in AIDS prevention work (especially in the difficult task of reaching the hard to reach). 
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Elsewhere In the world, NGOs have been Involved as equal partners in the fight against 
AIDS. This urgently requires to be done in India. But for that to happen: 


there must be a regular and (even constant) information sharing, 


-  acigarinterface (system of communication) must be established at Centraland State/ 
Union Territory levels. 


The statement of one participant summed up the view of the majority: 


“Itis wrong to say that all government officials and WHO staff members are inefficient, 
_uncaring and that all NGO staff are dedicated, concerned people. We must not hesitate to 
_ ask questions or to fight against what we feel is unfair or incorrect. But confrontation for the 
sake of confrontation doesn’t make sense”. 


AIDS poses a serious threat to the health, social and economic well-being of the 
people of India. But, it also provides an opportunity to overcome our differences and join 
hands together to fight the common enemy: AIDS. 


Dr.Chandra Mouli is at presenti consultant to Norwegian Agency for Development Co- . 
operation; he represented WHO at this conference. 
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Appendix: c) RESUME OF TALK 
SIAAP 


Shyamala Nataraj talked about SIAAP’s NGO intervention programme. The process 
of NGO intervention has the following steps: 


Motivation: The NGO needs to be motivated enough about the sub- 
ject. This is Shyamala’s primary job. Once they are moti- 
vated, the next step follows automatically. 


Planning: Planning is the stage where the NGO gets into the actual 
logistics of the six ‘w’s: what, who, where, why, when and 
how. This includes identifying high risk behaviour groups 
and planning suitable interventions. 


Material preparation: Once the target groups have been identified, then 
appropriate materials need to be prepared. 


Shyamala talked about this in general, and her actual intervention through an 
organisation in Madras. 


G.Kumaresan talked about his intervention with lorry drivers at a checkpost near 
Madras. He narrated the problems he faces on a daily basis at Puzhul. Lorry drivers, 
according to him, fallin the high-risk behaviour group because of their frequency of sexual 
contacts. Condom distribution is an integral part of his programme there. He talked about 
the importance of condom use demonstrations. He was positive that condom breakage 
occurs more due to wrong usage than bad quality. 


Nandini Rao talked about her volunteer training programme for people interested in 
knowing more about AIDS, and, becoming health educators. Ideally she looks for volun- 
teers from different age groups, but right now she is working mainly with college students. 
She provides information on AIDS and introducess them to its various social, medical 
aspects, etc. They learn howto prepare various communication materials like posters, skits, 
street plays, etc., by making and doing it themselves. They also learn to communicate on 
a one-to-one basis. 
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Observations about the workshop 


The best thing about the workshop ‘AIDS - its impact and intervention’ was the fact that 
it had a group of people dealing with different aspects of AIDS. There were social workers, 
- doctors, an HIV - infected person, blood bank personnel, counsellors, in short an eclectic 
mix. Everything said was thrown into a shade by the talk given by the HIV - infected person, 
- forwhom AIDS is a living reality rather than an enemy that needs to be fought from outside! 


Punctuality was insisted upon by the organisers - something that needs to be 
commended. Neither the speakers nor the participants were allowed to overstep the time 
limit. The two days were not just a ‘talk workshop’. It was meaningful and substantial. Talk 
_ had to be supplemented by actual action. NGO networking was felt as something urgently 
required. The workshop ensured that a foundation was laid for an extended NGO network. 
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Participants 


Dr.P.N.Sehgal 

Voluntary Health Association of India 
40, Qutab Institutional Area 

South of IIT 

New Delhi 110 016. 


Ms.Shyamala Nataraj / Ms.Nandini Rao 
Mr.Kumaresan. 

SIAAP 

~ Room 109, Outpatient Block 

Voluntary Health Services ( VHS ) 
Taramani, Madras 600 113. 


Mr.Dominic D’Souza 
Pinto Vaddo 

Verla 

Parra - Bardez 
GOA. | 


Dr.| S Gilada \ Dr. Vijay Thakur 
Indian Health Organisation 
Municipal School Building 

J.J. Hospital Compound 
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Mr.Barry Underwood / Ms.Christy Abraham 
Action Aid 

No:3 Rest House Road 
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_Dr.Sharmila Chari 

_ Department of Psychiatry 
Unit Il 

_ Christian Medical College 
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Ms.Gangamma 
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Dr.Chandra Mouli 
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Director of Prevention and Control of Diseases 
WHO South Eastern Region, Ring Road 

New Delhi 110 002. 


Dr.(Ms) R.D.Battacharya 
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Mr.Somashekar 
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